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note that it would have to be supplemented if it is to be distinguished from a
consequentialist view. Brock states that parties behind the veil would consent to a
research policy if, over time, the benefits of the practice outweigh the burdens,
presumably in relation to other alternative policies. But that is, in essence, how
policies would be evaluated from a consequentialist perspective. As it stands,
then, the argument does not offer an alternative to a consequentialist justification.
What the argument needs is a non-consequentialist explanation as to why the
parties would not consent to a policy that would allow some small set of
children—say, wards of the state—to be exposed to serious risk when that
exposure would bring about great overall benefit in comparison to the burdens
placed on those few.

Instead of attempting to differentiate Brock’s approach from a
consequentialist analysis, I suggest rejecting the appeal to an underlying moral
principle based on fair reciprocity applied across generations. As Brock
recognizes, a principle of fair reciprocity is inapposite to the relations between
generations, and the inappropriateness of applying it in this context cannot be
solved by blinding parties to knowledge of their generation. The fair reciprocity
principle is relevant to determining a morally acceptable division of advantages
and burdens of a practice. In Brock’s view, a present-day prohibition on non-
beneficial pediatric research would not simply fail in furthering the interests of
children in the future, but also would wrong past subjects by violating a duty of
fairess owed to them. But research subjects of past generations cannot reap any
of the advantages produced after their time; they could never have expected to
reap benefits from the continuation of medical research into the future. I do not
deny that we have good reason to honor and be grateful to past research subjects
for their sacrifices; I deny that we must expose children to research risks now in
order to be fair to past research subjects.

Similarly, Brock’s argument implies that a prohibition on non-beneficial
pediatric research would be unfair to future children. Let’s put aside concerns
related to Parfit’s non-identity problem®* and stipulate that it is possible to
wrong future persons by choosing one policy rather than another, including by
failing to enhance medical knowledge for their benefit. It still seems implausible

234. DEREK PARFIT, REASONS AND PERSONS 351-79 (1984). The non-identity problem poses a
challenge for thinking about duties to future persons. If a person can be harmed only by an action
or policy that makes that person’s life worse off than it otherwise would have been, then it follows
that a person is not harmed by an act or policy that was a but-for cause of that particular person’s
coming into existence. If we adopt policy 4 now (say, with regard to conserving resources or
conducting medical research) instead of policy B, even if policy A were disastrous and policy B
would produce far better outcomes, future persons would not be harmed by our adoption of policy
A if they, themselves, would not have existed had we adopted policy B. For an argument that we
can wrong future persons even where we have not harmed them (based on the “non-identity”
consideration), see Rahul Kumar, Who Can Be Wronged?, 31 PHIL. & PUB. AFF. 99 (2003).
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that we would wrong future children by acting unfairly toward them because
future children do not bestow a benefit on today’s children. An explanation for
any wronging would have to be different.

The problem with the view, so far, is that it takes fairness to be connected to
the idea of reciprocity across generations. However, to defend the appeal to
Rawls, one might argue for different kinds of faimess. One kind of fairness is
based on an idea of reciprocal relations among participants in a practice; but,
perhaps, there is a different sense of fairness that is applicable across generations.
Indeed, Rawls himself seems to endorse this possibility in his discussion of
duties to future generations in 4 Theory of Justice. He begins by stipulating that
the parties in the original position do not know the generation to which they
belong: they do not know their “stage of civilization.””*> But because they are
contemporaries (a fact that they do know), they lack reason to endorse any policy
of saving capital for future generations. As Rawls states, “[e]arlier generations
will have either saved or not; there is nothing the parties can do to affect that.”**
Thus, “to achieve a reasonable result,” Rawls states that we should understand
the parties in the original position to care about their immediate descendants and
that they would wish their predecessors to have followed any principle they
adopt.”” The parties proceed to ask how much wealth they are willing to save at
each stage of civilization, presuming that each prior generation saved according
to the same standard and keeping in mind the objective to maintain a material
base adequate to realize just institutions in which basic liberties are protected.”®

Rawls argues that the just savings principle is based on the idea of each
generation doing its fair share to preserve a just society, each generation saves for
the next in return for what it received from the past.”** Brock’s argument might
be construed as analogous. No reciprocal relationship exists among the
generations, but nevertheless each generation has a duty of fairness to maintain
some good—Ilike a just society or the health of its citizens—through time.

The argument is flawed, though. As Rawls states, because the parties in the
original position know they are contemporaries, “unless we modify our initial
assumptions, there is no reason for them to agree to any saving whatever.”**’
Thus, Rawls modifies the assumptions built into the original position “to achieve
a reasonable result”: The parties now are to choose a principle of just savings
based on what they wish past generations had saved despite the possibility that
past generations might have saved nothing or insufficiently. But assumptions

235. JOHN RAWLS, A THEORY OF JUSTICE 254 (rev. ed. 1999).
236. Id. at 255.

237. Id.

238. Id. at 255-56.

239. Id. at 256-57.

240. Id. at 254-55.
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cannot be built into the original position for the sake of achieving a result deemed
reasonable before determining the outcome of the procedure. The original
position is supposed to define a decision procedure that yields an outcome we
have good reason to believe reflects moral principles because the assumptions
that shape the original position reflect our firm moral commitments. The
assumptions that shape the original position cannot be totally unmotivated (or
motivated only to reach a result predetermined to be the reasonable one), or else
we should not see any outcome as a moral requirement.

To clarify, recall that for the purpose of discerning the principles of justice
for the basic structure of society, Rawls argues that the parties in the original
position should be blinded to facts about themselves—such as their race, social
class, or natural assets—that “seem arbitrary from the moral point of view.”**!
These moral constraints on the parties reflect our firm moral conviction that some
“information is not morally relevant in arguments for principles of justice””*’
precisely because it is morally arbitrary. Because the conditions under which
principles of justice are chosen reflect our commitments regarding fairness, we
have good reason to conclude that the outcome of the agreement is also fair.**’
The fairness of the bargaining position “transfers” to the principles chosen.***

The question, then, with regard to the argument for the just savings principle
(and any analogous argument to justify non-beneficial pediatric research) is this:
In applying the original position decision procedure at the legislative stage, what
independent moral basis supports stipulating that the parties should decide on a
just savings principle (or policy on pediatric research) in light of their wishes
about their predecessors’ policies, regardless of the actual policies adopted by
their predecessors? For any agreement to reflect a moral requirement of fairness,
the constraints on the parties must reflect widely-shared and non-controversial
convictions about what information is morally irrelevant to the decision
procedure. The built-in assumption that the parties should consider the principle
they wish their predecessors followed does not reflect widely shared, firm moral
convictions. Without anchoring that built-in assumption in our shared moral
convictions, we might nevertheless conclude that the parties in the original
position would agree to a just savings principle or a policy authorizing non-
beneficial pediatric research, but we would have no reason to view that outcome
as morally binding, conveying a requirement of intergenerational fairness.**

241. Id. at 14,

242. SAMUEL FREEMAN, RAWLS 143 (2007).

243. FREEMAN, supra note 242, at 142; RAWLS, supra note 235, at 11.
244. FREEMAN, supra note 242, at 142.

245. I owe this point to very helpful discussions with Rahul Kumar.
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C. A Non-Consequentialist Proposal

We begin by asking whether each child has reason to endorse a policy
permitting non-beneficial pediatric research. We must assess and compare the
benefits and burdens to individual children of living under the alternative policies
we might adopt. Let’s consider three options: a complete prohibition on non-
beneficial research; a policy permitting non-beneficial pediatric research but with
an extremely low ceiling on acceptable risk; and a policy allowing non-beneficial
pediatric research with a higher risk ceiling. In this general discussion, I leave
open whether the extremely low risk ceiling for the second option equates with
minimal risk or allows a “minor increase over minimal” risk, as the federal
regulations permit.”*®

The second option appears preferable to the first. This claim rests on the
empirical assumption that the practice of non-beneficial pediatric research does,
in fact, provide more net benefit to each child than that child would receive in a
regime that bans non-beneficial pediatric research. This assumption is
supportable.

First, most obviously, medical knowledge leads to new, safer, more effective
treatments. Each child benefits from medical advancement by either receiving a
treatment that otherwise would not have been available, or “from the availability
of the treatment and the assurance that should the child need it, it would be
available.”?"" If “newer[,] more effective[] medication . . . has not been subjected
to rigorous study in pediatric populations,” pediatricians “sometimes
prescribe . . . less effective, but well-tested medication.”*** The need to withhold
possibly superior treatments due to a lack of research “keeps children from
benefiting from state-of-the-art medication.”**

Second, a prohibition on a child facing non-beneficial yet minimal (or minor
increase over minimal) risk will only increase the risks the child will face in the
medical care setting. Experimentation on children would not decrease; it would
be transferred to the clinical setting where effects may not be as closely

246. Furthermore, how the appropriately low ceiling on acceptable risk should be precisely
defined is a complicated topic unto itself. I am not defending or criticizing the definition of
“minimal risk” in the federal regulations, and I do realize that I am not offering any alternative
definition for the acceptably low ceiling on risk. One hope of this article is that a persuasive
justification for non-beneficial pediatric research can help shed light on how we should define that
level of risk, although I am unsure that it will.

247. Brock, supra note 18, at 91.

248. Ass’n of Am., Physicians & Surgeons, Inc. v. FDA, 226 F. Supp. 2d 204, 207 (D.D.C.
2002) (discussing Regulations Requiring Manufactures To Assess the Safety and Effectiveness of
New Drugs and Biological Products in Pediatric Patients, 63 Fed. Reg. 66,632 (Dec. 2, 1998)
(codified as amended in scattered sections of 21 C.F.R.)).

249. Id.
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monitored and where medical knowledge gained will not be generalizable.
According to the American Academy of Pediatrics, “the shortage of pediatric
research creates an ethical dilemma for physicians, who ‘must frequently either
not treat children with potentially beneficial medications or treat them with
medications based on adult studies or anecdotal empirical experience in
children.””*° Inadequate pediatric labeling not only deprives children of optimal
treatment, but also “exposes [them] to the risk of unexpected adverse reactions”
in the clinical setting.””'

Third, the extremely low ceiling on risk to which we may permissibly
expose children in research also contributes to the empirical assumption that
permitting non-beneficial pediatric research is in the best interests of each child.
The slight risks appear outweighed by the risks that would be transferred to
medical care if non-beneficial pediatric research were prohibited altogether.

Inevitably, some children will be severely harmed in minimal risk research.
But even these children could not reasonably object to a policy permitting non-
beneficial pediatric research in favor of the Grimes prohibition. Were non-
beneficial pediatric research prohibited, the risks they would have faced in the
medical care setting would have been even worse than the risks they faced under
a policy permitting minimal risk research.

Next, the third option, which would allow a high ceiling on risk, is
unacceptable. Any policy that every child has good reason to endorse must place
a very low ceiling on permissible risk exposure. First, we generally do not
impose the moral duty on adults to help strangers when helping will come at a
significant cost or risk. There is reason to be even more cautious with the risks
we impose on children, and the risks that we allow their parents to impose, given
their vulnerability and their inability to consent. Second, it is impossible to
quantify the benefits that each child actually accrues from the practice of medical
research. Given that impossibility, extreme caution warrants setting a very low
limit on risk to ensure that the benefits of the practice do outweigh the risks for
each child. Third, given that most children will not participate in the system and
not take on any burdens, it is unfair if a few children take on very serious risks,
bearing a very heavy burden for the practice. Fourth, allowing more risk will
make it practically impossible to enroll any child in research whose parent
comprehends that her child may be exposed to more than minimal (or more than
a minor increase over minimal) risk, such that the system will not benefit each
child. More importantly, we would have to suspect that children placed in such
risky research were enrolled only because their parents did not comprehend the

250. INST. OF MED., supra note 31, at 60.

251. Regulations Requiring Manufacturers To Assess the Safety and Effectiveness of New
Drugs and Biological Products in Pediatric Patients, 62 Fed. Reg. 43,899, 43,900-01 (Aug. 15,
1997) (codified in scattered section of 21 C.F.R.).
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risks involved.?*

One might suppose that a system that allows at least some trials that are
more risky—or even very risky—could produce even more benefits for children
generally. Let’s return to Wendler’s example of testing an HIV vaccine by giving
it to a small number of children and then deliberately exposing those children to
the virus.”*® Perhaps, from the perspective of each child the risk of contracting
HIV would be higher during his life than the risk of being one of the few
randomly chosen subjects, and therefore there would be reason to endorse a
policy allowing such a study.

That conclusion is false, though. Any child potentially chosen to be a guinea
pig for the vaccine has very good reason to reject such a policy, which would
obviously treat any such child arbitrarily. Reasons exist to reject a proposed
policy besides those related to the policy’s prospects for improving one’s well-
being.”** The fact that a policy will intentionally inflict harm on some people on
an arbitrary basis provides reason to reject such a policy.”>> We would condemn
on similar grounds any secret government policy of holding public executions of
persons who are, unbeknownst to the public, actually innocent, even if those
executions reduced each individual’s risk of being a crime victim by deterring
potential criminals.

Two interrelated questions remain: 1) Even if each child has reason to
endorse a policy permitting non-beneficial pediatric research, do we nonetheless
treat any child as merely a means by placing the child at (low) risk in a specific
protocol? 2) Does a government policy permitting such research invite parents to
violate their parental duties by asking them to treat their children contrary to their
best interests?

Whether parents have a general duty to advance their child’s best interests is
irrelevant. Even if they do, that duty does not entail the obligation to advance
their children’s interests by making sure their children are free riders on a
practice from which they benefit. A parent may have good reason to decline
enrolling her child in a minimal risk, non-beneficial study; perhaps her child is
particularly vulnerable physically or especially anxious or fearful (these are some
of the reasons why we require parental consent for research).”*® But to accept the

252. T am obviously assuming that any acceptable policy allowing pediatric research would
require, as the federal regulations do, the consent of a child’s guardian prior to research
participation. 45 C.F.R. § 46.408 (2007).

253. Wendler, Significance, supra note 11, at 97.

254. SCANLON, supra note 208, at 206-13.

255. Id.

256. If minimal risk research does benefit all children, one might argue that a policy requiring
parents to enroll their children at least once in research could be justified, at least under certain
circumstances. However, if researchers generally are able to recruit a sufficient number of pediatric
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benefits of a practice for one’s child while taking the child to have no reason to
participate in research expresses a disrespectful attitude toward other children
who sustain the research. It is to say that one’s child is special in a way that
others are not, that it is acceptable to view others as merely a means to one’s own
ends.

One might object that accepting the benefits of the practice does not imply
that one necessarily expresses a disrespectful attitude toward participants. A
parent may think it is wrong for any child to be enrolled in research, but may
nevertheless let her child accept the benefits of the practice reluctantly. After all,
what is a parent to do when her child is ill? Refuse medical attention? But this
response is not compelling. Once we understand that pediatric research, including
non-beneficial pediatric research, benefits each child, including each pediatric
subject, on what basis could a parent maintain her condemnation of the practice?
As we have seen, the problem with Grimes is that the court failed to consider
how its prohibition, if strictly obeyed, would make each child worse off. Upon
acknowledgement that the policy is justifiable to each child, it becomes
disrespectful to refuse to allow one’s child to participate in the practice without
any overriding considerations (e.g., one’s child is particularly vulnerable). The
fundamental ethical question raises concern that enrolling a child in non-
beneficial pediatric research treats her solely as a means; but as it turns out, it is a
principled refusal to let one’s child participate in the practice that treats other
children as merely a means to one’s ends.

We now see that the Grimes court correctly appealed to the best interests
standard to determine whether parents should have legal authority to enroll their
children in research, but it misapplied the standard to the facts. What is needed is
a lens to view the facts more broadly than that usually employed in a best
interests analysis. Grimes narrowly looked to the risks and potential benefits
presented to each subject by a non-beneficial protocol and, given that there is risk
but no benefit, found that research participation could never be in a child’s best
interests. But though the court acknowledged the potential detrimental effect of
its holding on the interests of children generally—aggregated across all
children—it failed to consider that its rule could make each child worse off,
including any child who is or might be enrolled in research. The underlying idea
of this argument is that a policy allowing at least some non-beneficial pediatric
research is in the best interests of each and every child, even though the policy
itself puts some children at risk of being enrolled, at some point, in non-
beneficial research.”’

subjects to conduct important research, then it seems best to allow parents to decide whether or not
to enroll their children, knowing whether their children are, for example, particularly anxious or
fearful in medical settings.

257. The legal argument in this Section and the related ethical argument presented in Section
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D. Implications

One practical implication of the preceding argument is that the informed
consent process, involving children’s guardians, should be amended. Because
informed consent requires researchers to inform potential subjects of all
information material to the guardian’s decision, parents should be informed of
the basic justification for exposing their child to research risk. For any non-
beneficial protocol or one involving non-beneficial interventions, parents should
be informed that the research interventions are not, themselves, in the best
interests of the child. But it is also appropriate to inform parents that all children
who have access to medical care do benefit from research and the contributions
made by research subjects.’®

One might object that it would unduly induce parents to consent if we tell
them that their child benefits from other research and that they should consider
that fact: it might make them feel guilty if they do not consent. But why would
this be undue inducement? If it is true that parents should be willing to enroll
their children in minimal risk research, it is not unduly coercive to tell parents
that their child benefits from the research participation of others.

Indeed, a strength of the view is that it suggests a plausible amendment to
current informed consent practices. Consider the other proposed justifications for
non-beneficial pediatric research. Should parents be informed that a non-
beneficial protocol is actually justified by the best interest of their three-year-old
child because the parents could use research participation to teach altruism to the
child? Or might we suggest to parents that enrolling their children is a good idea
because their children would otherwise be doing something else carrying at least
minimal risk? Or that the parent’s child owes a duty to children long gone who
contributed to research? None of these suggestions is plausible. But it seems
appropriate to inform parents of the importance of medical research to each child.

My account also makes good sense of our significant moral concern over
whether underprivileged children—particularly children underserved by the
healthcare system—are overrepresented in research.”” The data is equivocal
regarding whether the medically underserved are overrepresented in research,’®
but the matter morally requires attention. If the justification for enrolling a child
in a non-beneficial protocol is tied to the benefits the child accrues from the
practice, then we ought to ensure that pediatric subjects do benefit from the

V.B, are in accordance with the approach to risk assessment that Carl H. Coleman has recently
advocated with regard to incapacitated adults. Coleman, Decisionally Incapacitated, supra note 73.

258. See id. at 53 (making a similar suggestion with regard to decisions made for incapacitated
adults).

259. Cf id. at 48 (arguing that the justification for a policy permitting research enrollment of
incapacitated adults requires that such adults have access to state-of-the-art health care).

260. RosS, CHILDREN IN MEDICAL RESEARCH, supra note 3, at 80.
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healthcare system.”®' One might observe that even the underserved benefit from
the advancement of medical knowledge, but even so, it would be unfair if those
who derive the least benefit from the practice are those most burdened by it.2
Another strength of the view is that it explains why the ceiling on acceptable
research risk can vary depending on the state of medicine at a specific time or
during an exceptionally dangerous epidemic. As I argued, the fact that children
would face increased risks in the clinical setting without non-beneficial pediatric
research plays a role in justifying non-beneficial pediatric research. Therefore,
the degree of risk in the medical care setting carries implications for the amount
of acceptable research risk. The National Commission offered similar reasoning:

In exceptional situations, dangers to children or the community resulting from a
failure to involve children in research might exceed whatever risk is presented
by that research. For instance, the threat of an epidemic that could be offset by
developing a safe and effective vaccine might justify research involving greater
than otherwise acceptable to establish safety, efficacy, and dosage levels for
children of different ages,263

If children generally face very severe risks in the medical care setting, this
circumstance speaks in favor of allowing somewhat more risk in the research
setting if exposing children to somewhat increased research risks will help
significantly reduce the risks they face from medical care.

This implication of the view represents an advantage over other proposed
justifications. For example, if non-beneficial pediatric research is justified
because of its alleged non-medical benefits for enrolled children (such as benefits
associated with moral education), then an increase in allowable research risk is
justifiable only to the extent that those non-medical benefits would increase
under the circumstances. Thus, in Ross’s view, an increase in research risk would
be permissible only if the circumstances permit more effective training in
altruism. Though I am skeptical, perhaps the moral educative benefit from
research participation will increase in very dangerous times. Nonetheless,

261. The right solution is not to limit the research participation of the underserved, but to ensure
universal access to good medical care—but that is a separate topic, of course.

262. One might also suggest, perhaps, that it is the lack of informed consent that explains our
moral concern for any overrepresentation of the underserved on the grounds that the underserved’s
parents are less educated and more prone to misunderstanding the purpose of research. See ROSS,
CHILDREN IN MEDICAL RESEARCH, supra note 3, at 80 (suggesting that the process of informed
consent serves as a “social filter” because research, at the time, concluded that “[bletter educated
and wealthier individuals are more likely to refuse to participate and are underrepresented in most
research”). But while that is a concern, an overrepresentation of the underserved in research would
be morally problematic even if informed consent were perfect because they would be bearing more
of the burden of a practice from which they benefit least.

263. NAT'L COMM’N, supra note 18, at 127.
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undoubtedly any increased in permissible research risk would be justified
publicly by appeal to the increased health risks children would face outside the
research context during such times, rather than to any increase in moral educative
benefit children might receive by research participation.

Despite these strengths, the view has at least one possible drawback: it rests
on an empirical assumption that may turn out to be false for some children who
are or may be enrolled in research, or, even if true now, may one day cease being
true. That empirical assumption is, of course, that each child is better off under a
policy permitting non-beneficial pediatric research than under the Grimes
prohibition. If the empirical assumption is or turns out to be false, does that imply
that it is unethical to do non-beneficial research on a child who is not made better
off by a policy permitting non-beneficial research? Perhaps. But in the next
section I present a second possible justification for non-beneficial pediatric
research, one that does not rest on the empirical assumption.

VI. REASON TO HELP OTHERS

A. Reviving McCormick

My argument thus far has appealed to the benefits to each child of a policy
that permits non-beneficial research, with a low ceiling on risk, over a policy in
line with the Grimes prohibition. I now present an additional reason associated
with any person’s point of view, including each child’s, to reconcile non-
beneficial pediatric research and the respect due each child. This argument
focuses on the duty each person has to help others when one has the opportunity
to do so at little to no cost to herself. I am not presenting an entirely novel
argument. Rather, it coincides with my interpretation of Richard McCormick’s
work. The literature reveals that McCormick’s arguments have not won the day
among commentators.”* The additional justification for non-beneficial pediatric
research I offer builds on the best, most charitable interpretation of McCormick’s
work, and on the non-consequentialist framework presented above.

As mentioned, Paul Ramsey argues against non-beneficial pediatric research
because of children’s inability to consent. McCormick counters that enrolling a
child in non-beneficial pediatric research can be respectful of her status as a
person because each child would consent based on the fact that she ought to
consent.’®® Describing what he means by “ought,” McCormick states that it is

264. See, e.g., ROSs, CHILDREN, FAMILIES, supra note 18, at 77-79 (rejecting McCormick’s
view); Wendler, Significance, supra note 11, at 66-70; Brock, supra note 18, at 81-101 (presenting
justifications for pediatric research but not discussing McCormick’s or any similar view).

265. Richard A. McCormick, Experimental Subjects: Who Should They Be?, 235 JAMA 2197
(1976) [hereinafter McCormick, Experimental Subjects]; see also McCormick, Experimentation,
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“not based on the fact we [or the child] will derive any benefit from such
experiments . . . , but because others will derive benefit at no cost or minimal cost

. 7266 As McCormick argues, “[t]here are things we ought to do for others
simply because we are members of the human community,” which are “not
works of charity or supererogation . . . but our personal bearing of our share that
all may prosper.”?®’

One might interpret as empirical McCormick’s claim that a child would
consent because she ought to.2%® That is, on one reading of McCormick, he argues
that most competent adults actually do help others when they can at little to no
cost to themselves (or that most do, in fact, consent to minimal risk research
when invited to) because they ought to. Thus, on this reading, McCormick is
merely predicting what each child will do in the future based on what most adults
do. If this interpretation reflects McCormick’s argument, then one might question
whether any empirical data support the claim; McCormick would have to
concede if the data are unsupportive.

However, this interpretation does not capture the essence of McCormick’s
view and is in tension with his text. He articulates how we should decide what a
child would choose, but nowhere does he discuss what most adults actually do
choose, and he explicitly recognizes the possibility that not enough people
actually do volunteer.”® Rather, in claiming that a child would consent because
she ought to consent, McCormick is making a normative, not empirical, claim
about what each person has good reason to do. He states that the criterion for a
parent’s proxy consent is not any predictive factor, but “its reasonableness,”*™
regarding the “goods definitive of [the child’s] well-being” that he has reason to
choose or “at least . . . could not reasonably object to.”*’' Being a member of the
human community and helping others are “goods definitive” of a person’s well-
being, on McCormick’s account, and thus each person has good reason to help
others when one can do so “at no cost or minimal cost to [oneself].”"

There is no need to address the controversial question of whether one’s own
well-being is advanced by helping others. It is sufficient to recognize that each
person does have reason to help others when one can do so at little or no cost to
oneself. Furthermore, the fact that it is legitimate to associate this reason with the
perspective of children, as well as adults, is reflected by how we live, implicit in

supra note 18.
266. McCormick, Experimental Subjects, supra note 265, at 2197.
267. Id.
268. See, e.g., Wendler, Significance, supra note 11, at 66-67.
269. See McCormick, Experimental Subjects, supra note 265, at 2197.
270. Id. at 2197.
271. Id.
272. Id.
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our firm moral commitments. Just imagine that your neighbor has suffered a bad
injury and needs emergency medical attention. You can drive your neighbor to
the hospital, but you would have to take your child with you. For the good of
another person you would be putting the child at some risk. (This assumes the
child is safer and better off playing at home, under your care and supervision,
than riding in a car. Let’s even stipulate that it is raining, so driving conditions
are less safe than usual.) I submit that it is morally permissible to put the child in
the car and go—and even morally problematic not to. In fact, it seems morally
problematic even to consider not putting the child in the car on ground that it is
not in your child’s best interests. Yet imagine someone challenging your decision
because it was not in your child’s best interests to face the risks of car-riding. The
objection seems out of place. You and your child drove your neighbor because
you both had good reason to—it was the beneficent thing to do. One might be
able to offer a story explaining how it is in the child’s best interests that we do
these things for one another. But that story does not seem necessary to justify
putting the child at minimal risk for the good of another.

Without empirical data, I suspect that this argument resonates with many
parents who do consent to enroll their children in non-beneficial, minimal risk
research after fully comprehending that the research is solely for the good of
others. 1 doubt parents consider that they are morally educating a young child
through research participation, or that they are trying to be fair to past and future
generations, or that their children would otherwise be facing the risks of daily
life, etc. If we do not think that a parent wrongs a child by putting her in a car to
drive an injured neighbor to the hospital, we should not think a parent wrongs a
child by enrolling her in minimal risk research for the reason that it is good for
others.

B. Objections and Replies

Ramsey and Ross have criticized McCormick on the ground that his
argument would “justify compulsory altruism[,] . . . requir[ing] the participation
of adults in research projects to which they do not give their consent.”*” This
criticism, though, is misguided. That each person has good reason to help others
when one is especially situated to do so at very little to no cost to oneself does
not imply that the state may compel research participation or enforce that duty in
any other way. Other reasons and values matter, such as those related to the
importance of obtaining informed consent from persons capable of making
decisions for themselves.”’* Indeed, neither McCormick’s position nor the

273. Ross, CHILDREN, FAMILIES, supra note 18, at 78-79; see also Ramsey, Enforcement, supra
note 215, at 22.
274. See supra notes 234-237 and accompanying text.
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arguments I have presented justify the state forcing children into research without
parental consent.*”

Ramsey raises a second objection. He agrees with McCormick that a parent
asked to provide proxy consent for her child should consider what the child
would choose, but Ramsey argues that it is a “violent and false presumption” to
assume a child ought to consent.”’® He argues that McCormick asks what a child
would choose in light of what would be good for an adult to choose. In contrast,
Ramsey argues that the question should be answered in light of what would be
good for a child to choose. For adults and children, both Ramsey and McCormick
think we need to look to the “natural tendencies” of persons to discern their good,
on the assumption that they are naturally inclined toward their good. They depart
in that Ramsey argues that we should determine the good of children by looking
to their natural tendencies, not to those of adults. Because a young child is
naturally inclined only toward preserving his own life, health, and growth,””’
according to Ramsey, a parent may weigh only considerations related to those
self-interested goods in exercising proxy consent; moral considerations are off
limits.

But, of course, we do not actually make decisions for children that are
consistent with their natural inclinations—thankfully for them and us. Children
naturally may be inclined to preserve themselves, but they are also naturally
inclined to act irrationally. Should we then treat them in ways that promote their
irrationality? Of course not. This observation illustrates the ultimate problem
with Ramsey’s (and McCormick’s) reliance on a natural law conception of the
good: the conception is guilty of what G.E. Moore termed the “naturalistic
fallacy.”®’® Ramsey does not recognize that deeming something “natural” leaves
open the question of whether that thing is good. We make decisions for children
in light of what we think they have reason to do and care about. Most of those
decisions focus on their best self-interest. But their “best self-interest” does not
require us to promote their actual wants and inclinations as children. We try to

275. Ross argues that McCormick “realized” that his argument justified compulsory altruism.
ROsS, CHILDREN, FAMILIES, supra note 18, at 78-79 (citing McCormick, Experimentation, supra
note 18, at 42-43). But McCormick did no such thing. He explicitly stated, “Even though it can be
argued that we all have duties in this area [related to research participation], duties of readiness and
willingness, it is understandable, even desirable, that informed consent accompany the fulfillment
of these duties. For consensual community is something to be promoted whenever possible.”
McCormick, Experimentation, supra note 18, at 43 (quoting McCormick, Experimental Subjects,
supra note 265, at 2197). He argues that it might not be unjust for the government to recruit
subjects by lottery if “not enough volunteers are available for minimal risk experimentation and the
research seems of overriding importance to the public health.” /d.

276. Ramsey, Enforcement, supra note 215, at 22.

277. Id.

278. G.E. MOORE, PRINCIPIA ETHICA 58-69 (Thomas Baldwin ed., 1993).
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shape their desires, thinking about their long-term interests. If we make decisions
for them in light of good reasons, it is not a mistake to consider reasons that are
other-regarding. As I noted, we put the child in the car in order to aid our injured
neighbor because we all have reason to help others.

A final objection is directed toward both justifications I have offered. One
might argue that the non-consequentialist moral framework employed in both
justifications—based on the idea of justifying an action or policy fo an individual
as an individual by giving reasons that have importance from that person’s point
of view—is inappropriate for thinking about children’s issues. The purported
problem is that the motivating idea behind the framework is that the property in
virtue of which persons morally matter is our capacity for rational self-
governance.”” That is, on this view of moral reasoning, what matters most
morally about persons is that we have the capacity to direct our own lives in light
of the reasons we take ourselves to have. Justification to an individual (as
opposed to the world at large) is related in that a person has reason to view the
way that others treat her as respectful of her capacity for rational self-governance
if their actions are justified in light of reasons that have importance from her own
perspective. She can, in a sense, view their actions and their consequences “as
not just things that happen to her, but as a result of what she herself has
authorized.”®® But this framework, then, seems inapposite to young children,
who are not capable of rational self-governance. If they are not capable of
rational self-governance, why should we ask whether each child has reason to
endorse a policy permitting some non-beneficial pediatric research? The final
point of the objection would be that we must take a child’s welfare—and not
reasons—as fundamental in thinking how we may treat her, given that young
children do not respond to reasons.

The moral status of children within Kantian, non-consequentialist moral
theory is a difficult topic. Possible lines of response would need development to
be persuasive: Perhaps the potential of young children to become rational self-
governors grounds a general duty to treat each one as an end and not merely a
means, requiring us to justify ourselves to each on grounds that she could not
reasonably reject. Alternatively, perhaps we have good reason to endorse that
general duty to young children because we cannot make fine distinctions
regarding the point at which children become sufficiently rational 2®!

Regardless, scholars, policy makers, and courts have sought a justification
for this research based on Kantian or non-consequentialist moral reasoning. I
have not attempted to provide a full account of why we must treat each child as
an end-in-herself. I begin with that assumption. If we reject the Kantian

279. See KUMAR, CONSENSUALISM, supra note 213, at 13-14; SCANLON, supra note 208, at 268.
280. KUMAR, CONSENSUALISM, supra note 213, at 14.
281. See id. at 22 (discussing reason to treat the sub-rational as being owed duties).
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framework as inapplicable to children, on what basis are we under a duty to resist
appealing to the aggregated benefits to all persons (or all sentient creatures) when
justifying our decision to expose children to uncompensated research risks? A
consequentialist, of course, would respond by saying that there is no basis.
However, scholars and government agents have searched for a non-
consequentialist justification, dissatisfied with defending the research on
consequentialist grounds.

CONCLUSION

This Article has addressed three related questions regarding non-beneficial
pediatric research: 1) Should the best interests standard determine whether non-
beneficial pediatric research is ethically and legally permissible? 2) If it should,
did the Grimes court correctly conclude that the standard precludes exposing a
child to “any articulable risk beyond the minimal kind of risk that is inherent in
any endeavor”??®? In essence, was Grimes correct in essentially prohibiting non-
beneficial pediatric research? 3) Finally, can non-beneficial pediatric research be
justified only by appeal to utilitarian or otherwise consequentialist
considerations? Does enrolling a child in a non-beneficial protocol necessarily
treat the child merely as a means to our end of improving children’s health, or is
there a non-consequentialist justification for the research?

A court, invoking the state’s parens patriae authority, should appeal to the
“best interests” standard in assessing the permissibility of non-beneficial
pediatric research. Though the Grimes court properly relied on that standard, it
wrongly concluded that the standard precludes all non-beneficial research on
children. Courts and other state decision-makers must consider that a policy
permitting some non-beneficial pediatric research is in the best interests of each
child, including children enrolled or potentially enrolled in research. Non-
beneficial research and interventions help lead to newer, safer pediatric therapies,
thereby lowering the risks children face in the medical care setting, while
exposing pediatric subjects to extremely low risk.

Thus, a child’s participation in a non-beneficial pediatric protocol can be
respectful of that child. Each child has reason to endorse both a policy permitting
non-beneficial pediatric research and to participate in a practice from which she
benefits. This proposed justification offers a plausible amendment to informed
consent practices and helps explain shared intuitions regarding the conditions
under which it is appropriate to conduct pediatric research.

282. Grimes v. Kennedy Krieger Inst., Inc., 782 A.2d 807, 862 (Md. 2001).
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